
Thank you for joining the weekly webinar! 

We are admitting audience members from the waiting room.

Please allow a few moments for the webinar to begin. 
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▪ 11 years of experience working in neuromuscular neurology at OSU currently 
as a Nurse Practitioner

▪ 17 years of experience working in clinical research in the following roles:

▪ Clinical research coordinator

▪ Senior research coordinator

▪ Research nurse

▪ Co-chair of the HEALEY ALS Platform Trial Recruitment and Retention 
Committee, a member of the Cure SMA Care Center Network Committee, 
and is the Clinic Coordinator for the MDA and ALS clinics at OSU

▪ Certified clinical research coordinator as recognized by the Association of 
Clinical Research Professionals

▪ Spare time:

▪ SCUBA, swimming, snorkeling

▪ Mom to my 9 year-old son, Sam

▪ Gardening, reading, travel & playing with my 
dog, Petey

About Me

▪ Research manager

▪ Sub-investigator

▪ Principal investigator



The Team at OSU

Stephen J. Kolb, MD, 
PhD; ALS/MND 

Program Director

Jennifer Roggenbuck, 
LGC

Adam Quick, MD Cheyenne Grove, ALS 
Research Program 
Senior Coordinator

▪ Respiratory Therapy: Jerry Reynolds

▪ Social Work: Kinsey Ludt

▪ Occupational Therapy: Theresa Berner

▪ Physical Therapy: Andrea Jaworek

▪ Clinic Nurse: Alison Potter

▪ Registered Dietician: Kathryn Jira

▪ Speech Language Pathologist: Audrey Hall

▪ Research Coordination: Kaneshia Hives



Integrating Research into the Clinic

▪ Would you like to have a conversation about 

research?

▪ Knowledge is power

▪ What is a clinical trial?

▪ How do clinical trials help?

▪ What is it like to be in a clinical trial?

▪ How do I sign up for a clinical trial?

▪ What if I decide I want to quit being on a clinical trial?

▪ Who pays for a clinical trial?

▪ Discuss open studies at OSU

▪ Discuss the science  - where are things headed?



Integrating Research into the Clinic

Smart Phrases in Epic

• Information can be easily updated 

• Cost effective – no formal printing required

• Is printed out in the after visit summary



Integrating Research into the Clinic

▪ Open and active listening

▪ Discuss goals and expectations for trials

▪ From trial perspective

▪ From patient perspective

▪ Be mindful of the ALS Clock



Preparing for a Clinical Trial:

▪ Medical Records including the following:

▪ Clinic notes from last neurologist office visit 

▪ This often will include the most recent ALSFRS-R 

scores

▪ Any genetic test results

▪ Results of pulmonary function testing



▪ Selecting a trial

▪ How long will the trial last?

▪ Generally around 26 weeks (6 months)

▪ What is the medication and its mechanism of 
action?

▪ Talk with your doctor 

▪ What route: oral, IV, subcutaneous, intrathecal

▪ Commitments to the study 

▪ Time (length and frequency of the visits)

▪ Tests

Things to think about:



The sunflower is a symbol of strength, grace and dignity. When in clusters, the 
flowers support each other, allowing for growth in a multitude of shapes, sizes 

and colors. This diversity represents the people fighting this disease and 
reminds us to always have hope.



HEALEY ALS Platform Trial:

Regimen G

Regimen F

Regimen C

Regimen E

Regimen D

Regimen B

Regimen A

Common Protocol 

and Shared 

Infrastructure

ENROLLING

ENROLLING

ENROLLMENT 

COMPLETE



Enrollment Update: Regimen F (as of 7/13/23)

Participants randomized within RGF (enrollment goal ≈240)

Participants assigned to RGF

Participants consented to Master Protocol since RGF initiated

Thank You 
for your partnership in ALS research



Enrollment Update: Regimen G (as of 7/13/23)

Participants randomized within RGG (enrollment goal ≈240)

Participants assigned to RGG

Participants consented to Master Protocol since RGG initiated

Thank You 
for your partnership in ALS research



Checking Site Status Online 

https://bit.ly/3g2NZr5

Contact a study team 

near you to discuss 

enrollment opportunities

https://bit.ly/3g2NZr5


Regimen G Drug Science Q&A Webinar

Topic: DNL343 Drug Science and Mechanism of Action

Link to Register: https://bit.ly/3NqJU1j

Open to everyone!

Thursday, July 20th

5:00-6:00pm Eastern

https://bit.ly/3NqJU1j


Upcoming Webinars: 

July 20th- Regimen G / DNL343 Drug Science Q&A Webinar with Denali

August 3rd- with guest host Suma Babu, MBBS, MPH (Mass General Hospital) 

Patient Navigation

Central resource for people living with ALS

Phone: 833-425-8257 (HALT ALS)

E-mail:healeyalsplatform@mgh.harvard.edu

ALS Link sign-up:Weekly webinar 

registration:

Catherine Small

Allison Bulat

https://bit.ly/3o2Ds3mhttps://bit.ly/3r6Nd2L

about:blank
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https://bit.ly/3o2Ds3m
https://bit.ly/3r6Nd2L
https://bit.ly/3r6Nd2L

